Reversal of English trend towards hospital death in dementia: a population-based study of place of death and associated individual and regional factors
Background
Dementia care is a global health priority [1] . There are over 35 million people worldwide living with dementia, and this figure is predicted to double by 2030 [2] . In the United States, the total societal costs of dementia care are predicted to almost double by 2040 [3] . In Western Europe the prevalence of dementia is 6.9 per 100 people over 60, and total costs of dementia care account for an estimated 1.29% of GDP [2] .
Dementia is under-recognised as a terminal illness [4] . Median survival following diagnosis is 2 to 4 years [5, 6] , and the trajectory of decline is characterised by progressive functional and cognitive deterioration, with acute illnesses such as infection frequently precipitating death [7] . Given the expanding population with the disease, providing good quality end of life care in dementia is an enormous challenge [8] .
An understanding of where people die is essential to develop health policies aimed at improving end of life care. In addition, place of death can be an important indicator of the quality of end of life care [9] . In dementia, hospitalisation of people nearing the end of their lives can have a profound detrimental impact, with patients experiencing problems such as pressure sores, worsening of behavioural problems, and increased confusion [10] . Reducing the use of hospital-based care in advanced dementia also has potential economic benefits [11] .
In the United States, there has been a recent reduction in hospital deaths, and an increase in home deaths, in both cancer and dementia [12] . In England, a similar pattern has been shown in cancer, likely in part due to implementation the National End of Life Care Programme in the mid-2000s which aimed to enable people to die in their preferred place (usually home) [13] . However, the National End of Life Care Strategy has been criticised for paying inadequate attention to the specific needs of people with dementia [14] . Data from 2003 showed that England had one of the highest rates of hospital death and lowest rates of home death in dementia in Europe [15] . How this has changed over time is not known. Therefore this study aimed to examine trends in place of death in dementia in England, and the individual and regional factors associated with place of death, over a recent 10 year period.
Methods

Design
Population-based cross-sectional study, 2001-2010 inclusive.
Data sources
Mortality data for all deaths in England 2001-2010 were obtained from the Office for National Statistics (ONS). By law, all deaths in England must be registered within five days (unless a coroner's inquest is necessary). Mortality data comprise information recorded on the death certificate including the date of death, age and gender of the patient, and the cause(s) of death, as well as information obtained by the Registrar's Office at the time of death registration including marital status and address of residence. Since 1993 mortality statistics have recorded both the underlying cause of death, i.e. the disease that initiated the train of events leading to death, and contributory causes, defined as part of the causal sequence leading to death or contributing to death. Where a condition is listed as either the underlying cause of death, or a contributory cause, this is termed a mention.
These data were then linked at Lower Super Output Area (LSOA) level with regional variables including deprivation quintile, level of urbanisation, and care home bed provision. The LSOA is a geographic area designed for reporting small area statistics in England and Wales. There are 32,482 LSOAs in England, with an average population size of 1,500.
Study population
All deaths from 2001-2010 where dementia was mentioned, either as the underlying or a contributory cause of death, were extracted using ICD-10 codes G30 (Alzheimers disease), F01 (vascular dementia), F03 (unspecified dementia) [16] . We chose to study all deaths with a mention of dementia (rather than only deaths from an underlying cause of dementia) since dementia is commonly a contributory cause of death, and the underlying cause of death is likely to be associated with place of death [17] . We focussed on cases aged over 60 (maturity onset dementia) [18] . Cases where the outcome variable (place of death) was unknown or classified as 'other' (e.g. in the street) were excluded.
Variables
The outcome variable, place of death, was categorised as care home (includes nursing and residential homes), home, inpatient hospice (specialist palliative care inpatient units, either NHS or charitably funded), or hospital (includes NHS and private), based on routinely used ONS coding categories. Explanatory variables were individual demographic variables including age at death (analysed as an ordered categorical variable based on the data distribution, to aid comparison with previous studies: 60-79, 80-84, 85-89, 90-94, >95) [15, 19] , gender (men, women), marital status (married, single, divorced, widowed, unknown), year of death (2001) (2002) (2003) (2004) (2005) (2006) (2007) (2008) (2009) (2010) , and underlying cause of death (grouped into dementia, chronic lower respiratory disease (ICD-10 J40-47), cancer (ICD-10 C00-97, D00-48), cardiovascular disease (ICD-10 I00-52, I70-99), cerebrovascular disease (ICD-10 I60-69), chronic neurological disease (ICD-10 G12 motor neuron disease, G20 Parkinsons disease, G35 multiple sclerosis) and 'other' (all remaining ICD-10 codes).
Regional variables (derived at LSOA level) were deprivation quintile (derived from the 2010 Index of Multiple Deprivation, an area-specific deprivation measure for LSOAs in England, 1 = most deprived, 5 = least deprived) [20] , level of urbanisation (categorised as urban, semi-rural and rural based on the 2004 ONS Rural and Urban Area Classification) [21] , and care home bed provision (information obtained from the Care Quality Commission in February 2012, analysed as an ordered categorical variable based on the data distribution: 0, 1-25, 26-50, >50).
Statistical analysis
Percentages were used to describe the study population in terms of demographic and regional variables. The percentage of deaths in care home, hospital, home and inpatient hospice was standardised using the 2005-2010 mortality structure for more developed countries from the United Nations standard population [22] , in order to allow comparison over time irrespective of age and gender changes. Trends were inspected visually, and linear regression with adjustment for age and gender was used to confirm trends in place of death over the time period.
Multivariable Poisson regression analyses was used to estimate proportion ratios (PR) for death in care home (1), or home/hospice (1), compared with hospital (0), for each of the variables studied. Home and inpatient hospice were grouped together since preliminary analyses showed similar trends in place of death for both, and numbers were small. Poisson regression was chosen in preference to logistic regression, since odds ratios do not provide an accurate measure of risk when applied to common outcomes [23] . A general estimating equation (GEE) method with exchangeable correlation matrix and robust 95% confidence intervals (CI) was included to account for clustering in the data at LSOA level. Explanatory variables (age, gender, marital status, underlying cause of death, IMD quintile, urbanisation, care home bed availability) were forced to stay in the model. For the home/ hospice model, care home bed availability was not included as a variable since patients living in care homes would not be expected to die at home.
Analyses were performed using Stata version 10.
Ethics and permission
This study was based on anonymised records, and no ethical approval was required according to national guidelines and those of King's College London Research Ethics Committee. KS, YKH, WG and IJH were individually approved by ONS to analyse the data, through the ONS Data Access Agreement.
Results
There were 397,513 deaths with a mention of dementia recorded in England between 2001 and 2010. These comprised 6.6% (95% CI 6.5 to 6.7) of all deaths in 2001, almost doubling to 12.0% (95% CI 11.9 to 12.1) of all deaths in 2010. 1,733 (0.4%) deaths at age less than 60, and 6,881 deaths with unknown place of death (1.7%), were excluded, leaving a total of 388,899 deaths included in subsequent analyses. Most deaths were women (66.9%); the mean age was 85.5 (SD 7.0) years. Most (60.2%) were widow(er)s, while just over a quarter (27.4%) were married. Most patients died in care home (55.3%) or hospital (39.6%). Very few deaths occurred at home (4.8%) or inpatient hospices (0.3%). Just under half of all deaths were certified with dementia as underlying cause of death (46.5%). These patients were more likely to be women, older, and die in care homes (Table 1) .
People who died at home or in hospice were younger and more likely to be married than those who died in care home or hospital. More than half of deaths that occurred in hospice had cancer as underlying cause of death ( Table 2) .
As a proportion of all deaths, age and gender adjusted hospital deaths increased from 37.5% (95% CI 36. 9 6 .7% (95% CI 6.5 to 7.0) in 2010 (0.22% per year, 95% CI 0.20 to 0.25 p < 0.001), and inpatient hospice deaths increased very slightly from 0.3% (95% CI 0.2 to 0.3) in 2001 to 0.6% (95% CI 0.5 to 0.6) in 2010 (0.03% per year, 95% CI 0.03 to 0.04 p < 0.001) ( Figure 1 ).
Living in an area with more care home beds per 1,000 population was the strongest factor associated with care home death (PR 1.82, 1.79 to 1.85 The likelihood of home/hospice death was higher for women (PR 1.61, 1.56 to 1.65), and lower for those who were single, widowed or divorced compared to married (PRs 0.51-0.66). Areas with greater affluence and rural areas had higher likelihood of home/hospice death (PR 1.23, 1.18 to 1.29 and 1.52, 1.46 to 1.59 respectively). The likelihood of home/hospice death was higher where the underlying cause of death was cancer (PR 1.84, 1.77 to 1.91) and neurological disease (PR 1.14, 1.05-1.23). Age had little effect on likelihood of home/hospice death (Table 3) . 
Discussion
This population-based study of place of death in dementia in England found that among people with a death certificate mention of dementia, hospital deaths remain amongst the highest in developed countries, with two in five people dying in hospital. However, the trend towards increasing hospital deaths in dementia reversed in 2006, with a subsequent fall in hospital deaths between 2006 and 2010, and a reciprocal increase in care home deaths. Care home bed provision and living in an area of least deprivation were the most important factors associated with care home death. Home and inpatient hospice deaths in dementia are rare, though both have increased slightly over time. An underlying cause of death of cancer, and being married were strongly associated with home/hospice death. The reason for the shift from hospital to care home deaths in dementia is likely to be multifactorial. Policies such as the Community Care Act (2003), where financial incentives were introduced to prevent delayed hospital discharges, may have contributed. The importance of care home bed provision in promoting care home deaths is consistent with data from Europe and the United States [15, 19] , and there has been an increase in the number of nursing home beds (though not residential home beds) in England over this time period [24] . Overall, the proportion of hospital deaths in dementia is lower than the general population in England ( 39.6% of people with a death certificate mention of dementia died in hospital. In Europe, hospital deaths in dementia vary from 52.8% (Wales) to 22.8% (Belgium) [15] . In The Netherlands just 3.0% of dementia deaths occur in hospital, which may be due in part to the presence of specialised nursing home physicians, enabling 90.0% of patients with dementia to die in care homes [15] . In England and elsewhere the majority of nursing home care is provided by family physicians. Given the increasing need for high quality dementia care in care homes, alternative models of care (such as the Dutch model) should be considered.
Dying at home was rare (4.8% overall), though did increase slightly over the whole time period, suggesting that implementation of the UK National End of Life Care Programme in 2004 (a key aim of which was to enable people to die at home) had relatively little effect on home deaths in dementia. In contrast, home deaths in cancer increased from 22.4 to 25.8% over the same time period [13] . The UK End of Life Care Strategy (which was supported by the End of Life Care Programme) has been criticised for focussing on cancer, and containing inadequate reference to the growing number of people dying from dementia [14] . Our data support the need for initiatives which aim to meet end of life preferences for people with dementia.
A European study of place of death in dementia using data from 2003, found that home deaths varied from 3.3% (Wales) to 16.4% (Belgium) [15] . In the United States, home deaths in dementia are more common: home deaths increased from 19.9% in 2000 to 22.8% in 2009 in a cohort of Medicare beneficiaries with dementia [12] , which coincided with an increase in use of the hospice benefit (community-based specialist palliative care) amongst this population from 19.5% to 48.3%. Enrolment in a hospice program has been shown to increase the likelihood of home death (and reduce hospital deaths) in patients with dementia in the United States [26] , but whether community specialist palliative care support is an important factor enabling home deaths in dementia in England requires exploration. In England, community specialist palliative care input in dementia is currently uncommon [27] , being most often associated with cancer. Accordingly, one of the strongest factors associated with home death in our study was an underlying cause of death of cancer. Place of death given as percentage of deaths in care homes, hospital, own residence (home) and hospice with 95% CIs, age and gender-standardised against the UN mortality standard population [23] .
The likelihood of home death was also increased by marriage, which is consistent with studies in cancer and non-cancer [13, 28] , and indicates the importance of social support in facilitating home death.
In England, inpatient hospice units have been integral to the development of palliative care provision, and there are now 223 adult hospices in England providing inpatient and community care. In this study, very few people with a death certificate mention of dementia died in inpatient hospice units (0.3%, compared to 5% overall in England 2005-2007 [25]), and over half of hospice deaths in our study occurred in people who had an underlying cause of death of cancer. It is important to appreciate that this study can provide no information on the number of people with dementia who received support from specialist palliative care teams in the community (for example at home, or in care homes), though national data suggests fewer than 2% of people seen by [29] . The association between hospice death and cancer is consistent with previous studies [17] . In contrast to previous investigations of place of death in dementia [15, 19] , we studied all deaths with a mention of dementia, rather than only deaths from an underlying cause of dementia. More than half of deaths in the population were coded with an underlying cause other than dementia, and underlying cause of death was strongly associated with place of death. By using any mention of dementia, deaths from acute unforeseen events are included, which is important since these are patients in whom advance care planning can be most useful. It is important to be aware that a death certificate mention of dementia indicates that dementia was sufficiently advanced to contribute to death, whether or not it was the underlying cause. In cases where dementia had been diagnosed but was not thought to contribute to death, it would not be expected to appear on the death certificate.
This study used a whole population data set, allowing analysis of place of death, not limited by national generalisability. However, mortality data are limited by the number of variables available for analysis. For example, there was no information available on preference for place of death, trajectory of decline, symptom burden, or ethnicity, all of which influence place of death [28, 30] . There was no information on health care transitions, aggressiveness of end of life care, or overall quality of care.
Studies using mortality statistics are susceptible to certification bias [31] . Dementia is known to be incompletely diagnosed in the UK, and even where it is diagnosed, it is underreported on death certificates. In one study dementia was not mentioned on the death certificate in 37% of people with known advanced dementia [32] . The influence of setting on death certification is unclear, though there is evidence that those who die in care homes are more likely to be certified with dementia as a cause of death, compared to other places of death [33] . Incentives to identify dementia as part of the primary care Quality and Outcomes Framework (QOF) may have increased certification of dementia over time, particularly amongst decedents in care homes where the majority of care is provided by general practitioners. For these reasons, care must be taken in interpretation that these data relate to people with a death certificate mention of dementia, rather than to the whole population.
